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Rapid developments in genetic knowledge and techno-
logies increase the ability to test asymptomatic children
for late-onset diseases, disease susceptibilities, and car-
rier status. These developments raise ethical and legal
issues that focus on the interests of children and their
parents. Although parents are presumed to promote the
well-being of their children, a request for a genetic test
may have negative implications for children, and the
health-care provider must be prepared to acknowledge
and discuss such issues with families.

This report is grounded in several social concepts:
First, the primary goal of genetic testing should be to
promote the well-being of the child. Second, the recogni-
tion that children are part of a network of family rela-
tionships supports an approach to potential conflicts
that is not adversarial but, rather, emphasizes a delibera-
tive process that seeks to promote the child's well-being
within this context. Third, as children grow through
successive stages of cognitive and moral development,
parents and professionals should be attentive to the
child's increasing interest and ability to participate in
decisions about his or her own welfare.

Counseling and communication with the child and
family about genetic testing should include the following
components: (1) assessment of the significance of the
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potential benefits and harms of the test, (2) determina-
tion of the decision-making capacity of the child, and
(3) advocacy on behalf of the interests of the child. The
following points should be considered:

1. Points to Consider

A. The Impact of Potential Benefits and Harms on Decisions
about Testing

1. Timely medical benefit to the child should be the
primary justification for genetic testing in children and
adolescents. Under this condition, genetic testing is simi-
lar to other medical diagnostic evaluations. Medical
benefits include preventive measures and therapies, as
well as diagnostic information about symptomatic chil-
dren. If the medical benefits are uncertain or will be
deferred to a later time, this justification for testing is
less compelling.

2. Substantial psychosocial benefits to the competent
adolescent also may be a justification for genetic testing.
The benefits and harms of many genetic tests are psy-
chosocial rather than physical. Relevant issues include
anxiety, self-image, uncertainty, and the impact on deci-
sions relating to reproduction, education, career, insur-
ance, and lifestyle.

3. If the medical or psychosocial benefits of a genetic
test will not accrue until adulthood, as in the case of
carrier status or adult-onset diseases, genetic testing gen-
erally should be deferred. Exceptions to this principle
might occur when the adolescent meets conditions of
competence, voluntariness, and adequate understanding
of information. Further consultation with other genetic-
services providers, pediatricians, psychologists, and eth-
ics committees may be appropriate to evaluate these con-
ditions.

4. If the balance of benefits and harms is uncertain,
the provider should respect the decision of competent
adolescents and their families. These decisions should
be based on the unique circumstances of each family.
The provider should enter into a thorough discussion
about the potential benefits and harms and should assess
the family's understanding of these issues.

5. Testing should be discouraged when the provider
determines that potential harms ofgenetic testing in chil-
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dren and adolescents outweigh the potential benefits.
A health-care provider has no obligation to provide a
medical service for a child or adolescent that is not in
the best interest of the child or adolescent.

B. The Family's Involvement in Decision Making
1. Education and counseling for parents and the child,

commensurate on maturity, should precede genetic test-
ing. Follow-up genetic counseling and psychological
counseling also should be readily available. Providers of
genetic testing should be prepared to educate, counsel,
and refer, as appropriate.

2. The provider should obtain the permission of the
parents and, as appropriate, the assent of the child or
consent of the adolescent. Decisions about competence
should not depend arbitrarily on the child's age but
should be based on an evaluation of the child's cognitive
and moral development. The provider should also at-
tempt to establish that the child's decision is voluntary.

3. The provider is obligated to advocate on behalf of
the child when he or she considers a genetic test to be-
or not to be-in the best interest ofthe child. Continued
discussion about the potential benefits and harms-and
about the interests of the child-may be helpful in
reaching a consensus.

4. A request by a competent adolescent for the results
of a genetic test should be given priority over parents'
requests to conceal information. When possible, these
issues should be explored prior to testing. When a
younger child is tested and the parents request that the
provider not reveal results, the provider should engage
the parents in an ongoing discussion about the benefits
and harms of the nondisclosure, the child's interest in the
information, and when and in what manner the results
should be disclosed.

C. Considerations for Future Research
As genetic testing for children and adolescents be-

comes increasingly feasible, research should focus on
the effectiveness ofproposed preventive and therapeutic
interventions and on the psychosocial impact of tests.
Such data are necessary to define the empirical benefits
and harms of testing before judgments about the advis-
ability of testing are formulated.

I. Discussion

Benefits and Harms of Genetic Testing in Children
Parents sometimes request that their children be tested

for adult-onset problems, so that they can address psy-
chosocial issues. Such nonmedical uses by parents are
one of the most controversial issues in testing children
(Working Party of the Clinical Genetics Society 1994).
While some providers argue that parents should be able
to obtain such information (Pelias 1991), other provid-

ers suggest that access to such information should be
restricted or prohibited if the children will realize little
or no immediate medical benefit (Harper and Clarke
1990). Some geneticists already limit testing for adult-
onset diseases to individuals who are >18 years of age,
e.g., in some protocols for Huntington disease (Bloch
and Hayden 1990) and breast cancer (Biesecker et al.
1993). One justification has been that, since such testing
requires informed consent, and since children are not
competent to give consent, therefore children should not
be tested. However, this argument is so broad that it
would preclude all pediatric care.
As with any other medical intervention, when children

do not have the capacity to provide voluntary, informed
consent, the decisive consideration in genetic testing in
children should be the welfare of the child. Decisions
about genetic testing in children should be based on an
assessment of the possible benefits and harms that may
be associated with the tests (see table 1). The putative
benefits and harms include medical, psychosocial, and
reproductive issues that have implications for the child,
the immediate family, and more distant relatives.

Medical issues.-Medical issues include the possibilities
of treatment and prevention, decisions about surveil-
lance, and the resolution of questions about prognosis
and diagnosis.

1. Treatment and prevention. Tests that offer children
the potential for therapeutic benefit are most likely to
be supported by the public and by medical professionals.
For example, testing for familial hypertrophic cardiomy-
opathy, a disease associated with increased risk for sud-
den death, allows drug therapy to prevent arrhythmias
(Maron et al. 1987). Individuals identified as having
genetic diseases or disease susceptibility may also benefit
from preventive advice about lifestyle changes. For ex-
ample, children with familial hyperlipidemia may benefit
from dietary restrictions (Cortner et al. 1993).
Although some medical benefits from diagnosis in

childhood are established, others remain unconfirmed-
and may even be associated with the possibility of harm.
One possible harm to a child determined to have a dele-
terious gene is increased medical tests and treatment
regimens that may not have proved benefits. For exam-
ple, presymptomatic diagnosis of cystic fibrosis has not
yet demonstrated any medical benefit and may be associ-
ated with increased costs, unnecessary treatments, and
familial distress (Farrell and Mischler 1992). Thus, the
potential for benefit of unestablished treatment and/or
prevention regimens is a questionable justification for
testing. Empirical verification of the benefits and harms
of prevention and treatment should precede recommen-
dations for routine testing (Wilfond and Nolan 1993;
Marteau 1994).

2. Surveillance. Genetic testing can identify patients
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Table I

Potential Benefits and Harms of Genetic Testing of Children

Category Benefits Harms

Medical issues .Early and effective preventive or therapeutic Ineffective or harmful preventive or therapeutic interventions
interventions

Increased surveillance
Avoiding unnecessary surveillance
Refinement of prongosis
Clarification of diagnosis

Psychosocial issues.Reduction of uncertainty Alteration of self image
Reduction of anxiety Distortion of parents' perception of child
Opportunity for psychological adjustment Increased anxiety and guilt
Ability to make realistic plans for Altered expectations by self or others for education,

education, employment, insurance, and employment, and personal relationships
personal relationships Identifying other family members with late-onset diseases

Alerting other family members to genetic Discrimination in employment and in obtaining insurance
risk Detection of misattributed paternity or adoption

Reproductive issues Avoiding birth of child with genetic disease Coerced decisions
Preparing for birth of child with genetic

disease
Informed family-planning decisions by

parents

with an increased susceptibility to disease. The identifi-
cation of genes associated with cancer might prompt
surveillance to detect presymptomatic cancer. For some
disorders, such as retinoblastoma, monitoring is associ-
ated with effective treatment (Gallie et al. 1991), al-
though the medical benefit of surveillance is less certain
in other syndromes with cancer predispositions (Li et al.
1992; Garber and Diller 1994). The benefits of tests
depend on the accuracy of additional diagnostic tools
and protocols and diminish when early detection fails
to improve the patient's prognosis.

3. Reduction ofsurveillance. When genetic testing ex-
cludes a child from risk for a disease, the child may
benefit from discontinued medical surveillance. Thus, a
child with a prior risk for Von Hippel-Lindau disease
may avoid further surveillance procedures when test re-
sults are normal (Glenn et al. 1992).

4. Refinement of prognosis. Genetic testing can be
helpful in refining prognosis, either when it leads to a
precise diagnosis or when the genotype is well correlated
with phenotype. The severity of phenotypic expression
in diseases associated with trinucleotide repeats is often
correlated with the number of repeats (Sutherland and
Richards 1993).

5. Clarification ofdiagnosis. Genetic testing may pro-
vide clarification of an uncertain diagnosis if diagnostic
data from other sources are inconclusive, or if interpre-
tations of diagnostic data are limited by the sensitivity
of other evaluations. DNA studies are now especially
useful in confirming a diagnosis of fragile X, because
conventional cytogenetic studies may yield equivocal re-
sults (Tarleton and Saul 1993), or in confirming a diag-

nosis of neurofibromatosis in patients whose physical
exams are inconclusive (Hofman and Boehm 1992).

Testing children may also benefit other family mem-
bers when it is necessary to improve the reliability of
linkage analysis and mutation analysis desired by other
family members. However, participants in such studies
should understand that unexpected information about
paternity or adoption could be revealed.

Psychosocial issues.-Psychosocial issues associated with
medical problems or preexisting issues may be either
exacerbated or alleviated by testing. The provider
should discuss these issues with children and parents.
The presence of severe anxiety or other psychopathology
should be an indication for further psychological inter-
vention-and not necessarily an indication for genetic
testing.

1. Reduction of uncertainty. A significant psychologi-
cal benefit of genetic testing is resolution of uncertainty.
Data from adults at risk for Huntington disease con-
firmed a reduction of anxiety, both in persons deter-
mined by linkage analysis not to be at risk and in those
found to be at increased risk, while the least reduction
of anxiety occurred in those who had indeterminate test
results (Wiggins et al. 1992). Even for individuals identi-
fied as having a life-shortening disease, testing may lead
to appropriate adjustment and preparation.

Both parents and children may be anxious about their
uncertain future. Genetic testing, even if confirming the
presence of disease, may remove the uncertainty and
allow parents the opportunity to confront the issues di-
rectly. When test results are favorable, psychological
benefits may accrue to both parents and children.
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2. Alteration ofself-image. Children with genetic dis-
eases may suffer a loss of self-esteem during a critical
period when children's self-identity is developing
(Koocher 1986). Children's understanding of illness and
disease is often limited and may foster self-blame for
their disease (Perrin and Gerrity 1981). If a child's ge-
netic information is disclosed outside the family, the
ensuing loss of privacy may exacerbate poor self-esteem.
Alternatively, in some instances, an affected child may
view the disease state as being normal and may even
develop positive attitudes of identification with the af-
fected family member (Petersen and Boyd, in press).
Those individuals whose tests reveal that they are not

at genetic risk may develop "survivor guilt," based on
the knowledge that one or more of their siblings will
develop-and perhaps die from-a serious genetic dis-
ease (Wexler 1985). For a child who is at risk of carrying
recessive genes, the status of "not knowing" may allow
the child to assume that he or she is a carrier and to
share some of the burden (Fanos and Johnson 1993).
For some children, whose assumption of carrier status
provides an important source of self-identity, the knowl-
edge of being a noncarrier could generate a shift in such
identity. Further, the fact that siblings may make un-
founded assumptions about their genetic status empha-
sizes the need for thorough age-appropriate genetic
counseling, regardless of a decision to provide a genetic
test during childhood.

3. Impact on family relationships. Presymptomatic di-
agnosis in children also has the potential to alter the
relationships that exist between parents and their off-
spring and among siblings (Fanos and Johnson 1993).
A child known to have a deleterious gene may be overin-
dulged, rejected, or treated as a scapegoat (Gardiner
1969). The "vulnerable child" syndrome occurs when
the perception of serious illness causes parents to be-
come overprotective and to restrict a child's participa-
tion in childhood activities (Green and Solnit 1964),
responses that can occur even when test results reveal a
normal genotype. Unaffected siblings may also experi-
ence altered relationships with their parents, particularly
in the case of children who feel disenfranchised if they
see that an affected sibling is receiving a disproportion-
ate amount of care and attention (Carandang et al.
1979).

Testing a child for an adult-onset disease may inadver-
tently provide predictive information to other family
members, who may not be interested in this information.
However, identifying a child with a genetic disease or a
gene predisposing to disease could benefit relatives who
may wish to consider testing for themselves. Although
the provider might presume an obligation to inform
other family members at risk, some patients may prefer
not to inform other family members. Current recom-
mendations (President's Commission for the Study of

Ethical Problems in Medicine and Biomedical and Be-
havioral Research 1983) and practices (Wertz and
Fletcher 1988) suggest that the patient's wishes for con-
fidentiality should be respected as long as the failure to
disclose genetic information is not likely to result in
immediate serious physical harm to the relative.

4. Impact on life planning. Information about future
health can have implications for planning one's life. The
possibility of serious disease or early death may influence
an individual's educational goals, occupational choices,
and specific career plans. This information also may
influence choice of domicile, perhaps to live closer to
family, to other support systems, or to adequate medical
facilities. Genetic test results may have financial implica-
tions for retirement planning and for obtaining life, dis-
ability, and health insurance (McEwen et al. 1993).

Individuals at risk for developing a disease or for
transmitting a deleterious gene to their children may be
stigmatized and subject to inappropriate discrimination
(Billings et al. 1992). Expectations of others for educa-
tion, social relationships, and/or employment may be
significantly altered when a child is found to carry a
gene associated with a late-onset disease or susceptibil-
ity. Such individuals may not be encouraged to reach
their full potential, or they may have difficulty obtaining
education or employment if their risk for early death
or disability is revealed. Presymptomatic diagnosis may
preclude insurance coverage (Ostrer et al. 1993) or may
thwart long-term goals such as advanced education or
home ownership (Billings et al. 1992; Alper and Nato-
wicz 1993). Finally, this information could be used to
assess the suitability of both parents and children in
questions of adoption (Wertz et al. 1994). At present,
the extent of protection under the Americans with Disa-
bilities Act of 1990 is unclear and untested (Natowicz
et al. 1992).

Reproductive issues.-Reproductive issues continue to
be a major source of concern when genetic testing is
contemplated. Genetic information often influences the
reproductive choices of individuals at risk for transmit-
ting a genetic disorder, although genetics-service provid-
ers strive to offer nondirective counseling. Individuals
who want to avoid having a child with a certain genetic
disorder have several options, including adoption, arti-
ficial insemination by donor, in vitro fertilization with
preimplantation diagnosis, prenatal diagnosis, and ter-
mination of pregnancy. Prenatal diagnosis, when feasi-
ble, offers benefits independent of abortion, including
improved perinatal management and the opportunity
to prepare psychologically for the birth of an affected
child or by changing employment, obtaining insurance,
or moving closer to social support services or medical
facilities.

Reproductive benefits may be of minimal value to
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children-and even to sexually active adolescents who
are not likely to make family-planning decisions primar-
ily on the basis of their genetic status. Additionally, chil-
dren may not receive genetic information in an under-
standable or usable form-or at the appropriate time
for the benefit to accrue. However, the knowledge of
presymptomatic disease in a young child could have
some impact on the reproductive decisions of parents,
who may use this information for prenatal diagnosis in
future pregnancies or to make decisions about the num-
ber or spacing of future children.

Promoting the Interests of Children and Their Families
Parents generally have the authority to make medical

decisions for their children. This authority may be lim-
ited if a decision is likely to cause a child serious harm
without the prospect of compensating benefit. What fur-
ther complicates these issues in genetic testing is the
uncertainty about the putative benefits and harms. Addi-
tionally, as children grow, their ability to participate in
decisions increases, and, at times, their choices may be
at odds with the wishes of their parents. These issues
emphasize the provider's obligations to explore both the
interests of children and the interests of their parents.

Presumption of parental authority.-Presumption of pa-

rental authority is a fundamental principle for families
and professionals who are discussing genetic testing for
children.

1. Roots of parental authority. Prior to the 20th cen-

tury, the law viewed children as chattel, or property,
of their fathers (Melton 1983). Although children were

certainly valued, parents had full authority to make deci-
sions about raising their offspring. Although children
today are viewed as individuals rather than as property,
the law still recognizes parental authority over decisions
relating to a child's education, nourishment, medical
care, and general well-being (Pelias 1991).
The most compelling justification for parental author-

ity focuses on the well-being of the child and acknowl-
edges that parents are usually in the best position to
make such a determination and have the greatest interest
in making decisions to promote the well-being of the
child (Melton 1983). A second justification for parental
authority rests on the interests of parents in their own
self-determination, including the authority to make deci-
sions on behalf of their children (Holder 1988). This
justification derives in part from the moral principle of
autonomy, a concept that supports the personal choices
of individuals, without interference from third parties
such as health-care providers or the government. This
principle is the basis of the doctrine of informed consent,

the precept that competent adults must receive appro-

priate information and give consent for diagnostic tests

or therapeutic interventions. Because most children lack
the capacity to make appropriate decisions, this role

generally falls to the parents or guardians, who, by ex-
tension of their own autonomy, are entitled to make
decisions on behalf of their children (Buchanan and
Brock 1989).

2. Limits of parental authority. In spite of the pre-
sumption of parental prerogative, parental authority can
be limited if there are objective reasons to believe that a
decision or action has significant potential for an adverse
impact on the health or well-being of the child (Wadling-
ton 1983). Such limitations are best exemplified by
child-abuse and -neglect laws, which prohibit parents
from acts of omission or commission that could or do
result in serious harm to the child.
The law also requires parents to provide certain medi-

cal benefits for their children, even if those benefits are
contrary to the beliefs of the parents. Newborn screening
for phenylketonuria (PKU) may be justified because of
the child's interest in dietary treatment to avoid mental
retardation (Laberge and Knoppers 1990). Similarly, im-
munizations may be required both in the interest of the
child and in the interest of the public health. Further,
specific life-saving treatments, such as blood transfu-
sions and treatment for bacterial meningitis, may be ad-
ministered over the objections of a child's parents, be-
cause these treatments have a high probability of
restoring the child to health (American Academy of Pedi-
atrics Committee on Bioethics 1988).

Parents also may be legally constrained in choosing
medical interventions for their children. Parents may
not, for example, generally authorize the involuntary
sterilization of their minor children, without approval of
a court of law (Reilly 1991). Nor are parents at complete
liberty to consent to having their children used as re-
search subjects. Although competent adults may consent
to participate in nontherapeutic research, federal regula-
tions stipulate that parents may give permission for their
child's participation in nontherapeutic research only if
the research meets more stringent requirements of bene-
fit and safety (45 CFR 46.408, 1994).

In the clinical setting, providers may refuse to provide
requested diagnostic or therapeutic interventions that
offer no or few benefits but that incur more than mini-
mal risk or cost. Although respect for personal auton-
omy reinforces the principle of noninterference by third
parties, patients are not at liberty to assert entitlements
to services by third parties (Brett and McCullough 1986;
Youngner 1988). For example, providers are not obli-
gated to acquiesce to parental requests for antibiotics
for viral infections or for a computed-tomography scan
for evaluation of a simple headache. The provider does,
however, have a responsibility to explain why he or
she will not provide the requested intervention and, if
feasible, to identify other providers who may be willing
to provide the requested services.

3. Legal trend to recognize the authority of minors.
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Although the law protects the autonomy of adults, on
the presumption that adults are competent to make their
own decisions, the law presumes that minors are not
competent in this respect. Many states, however, permit
adolescents to consent to medical treatment in the ab-
sence of parental consent (Wadlington 1983; Holder
1988). These states recognize a "mature minor rule,"
which views some adolescents as capable of understand-
ing the consequences of some medical decisions. Mature-
minor rules are circumstance specific and generally ad-
dress situations in which the state has an interest in the
adolescent's seeking medical attention that might not be
sought if the problem were disclosed to the parents.
These circumstances typically include reproductive is-
sues, such as contraception, as well as sexually transmit-
ted diseases. Other sensitive areas, such as treatment for
drug and alcohol abuse and psychotherapy, are pro-
tected as well. The "emancipated minor" status also
acknowledges an adolescent as competent to make deci-
sions, by virtue of adult status under the law. For exam-
ple, adolescents who are living on their own or who
are married, pregnant, or have children are generally
permitted to make medical and other decisions usually
reserved for adults.

The decision-making capacity of the child.-Although 18
years of age is the general legal standard for decision
making, the concepts of the mature minor and the eman-
cipated minor derive, in part, from empirical observa-
tions about the gradual development of a child's cogni-
tive skills and moral reasoning. These capacities mature
over time and at different rates in different children
(Weithorn 1983; Buchanan and Brock 1989). As chil-
dren progress through successive stages of development,
they become capable of greater participation in decisions
about their own welfare. The child's maximal participa-
tion, commensurate with his or her best capacity, may
even contribute to the further development of these very
skills. Thus, there are strong psychological and philo-
sophical justifications for a more nuanced understanding
that grants some level of decision-making authority to
children <18 years of age.
Competence to make decisions depends on three

broad capacities: the capacity for understanding and
communication, the capacity for reasoning and delibera-
tion, and the capacity to develop and sustain a set of
moral values (Buchanan and Brock 1989). By the age
of 7 years, children can usually begin to participate in
decisions, since they have sufficient cognitive and lan-
guage skills to understand some information. Thus, in
the United States, a 7-year-old is generally entitled to
give "assent" to participation in research involving hu-
man subjects (45 CFR 46.408, 1994). Although consent
requires competence to make an independent choice,
assent only requires a rudimentary understanding of risk

and benefit-and a decision to participate or not
(Grodin 1994).
During adolescence, children begin to develop con-

cepts of mortality, cause and effect, and right and
wrong, as well as a sense of connection to the future
(Buchanan and Brock 1989). As adolescents' decision-
making capacity increases, additional consideration
should be given to their wishes, even when these wishes
differ from those of their parents or when these wishes
are not clearly in the child's best interest. Adolescents
may have a genuine interest in information about career
and child-bearing choices, although they may still be
vulnerable to coercion by family or peers, to stigmatiza-
tion, or to altered self-image. By the age of 12 or 14
years, some children, though, will have sufficient deci-
sion-making capacity to evaluate the specific risks and
benefits of tests or treatments (Wadlington 1983; Wei-
thorn 1983).

The provider as a fiduciary for the child..-The provider,
as fiduciary for the child, must be conscientious about
considering requests for testing, as well as requests for
nondisclosure.

1. Assessing requests for tests. Providers of genetics
services emphasize the importance of a nondirective ap-
proach in the counseling of patients about reproductive
issues. However, health-care providers also have a fidu-
ciary relationship with patients and often make specific
recommendations about medical services. Providers car-
ing for children may discourage actions that may be
adverse to the interests or the well-being of the child.
Although providers generally should respect parents'
wishes, the provider ultimately must balance the respon-
sibilities to the health and well-being of the child and
to the wishes of the parents. Thus, a provider must some-
times evaluate whether a request by parents is appro-
priate in view of the relative benefits and harms to a
child. In situations where these factors are primarily
psychosocial rather than medical, such an assessment
may be difficult.

Until more information is available regarding the risks
and benefits of genetic testing, the provider's guiding
principle continues to be primum non nocere-first do
no harm. Thus, when faced with uncertainty, the pro-
vider may be obligated to avoid the possibility of harm,
rather than to provide unclear benefits. There may be
rebuttable presumption to defer testing unless the risk/
benefit ratio is favorable. On the other hand, in specific
cases where the benefits and harms of genetic testing are
more uncertain, more weight should be given to the
wishes of the competent adolescent and the parents.
These issues are not always straightforward, and, at the
very least, the provider has a responsibility to engage
in detailed conversations with the family. Parents may
overestimate the power of genetic testing or be unaware
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of potential risks. It also may be advisable to obtain
consultation from other genetic-service providers, pedia-
tricians, psychologists, and ethics committee, to evaluate
benefits/harms, decision-making capacity, and voluntar-
iness. Sometimes a dialogue with parents about the na-

ture of testing will lead to a consensus about its value
to the child and the family. If a consensus is not attain-
able, the provider may decline to conduct the test or

might suggest other providers, who may be willing to
provide the testing.
The practice of medical genetics provides some exam-

ples of tests that may not be in the best interest of the
child. For example, parents may request a determination
of their young daughter's Tay-Sachs carrier status, for
the purpose of encouraging her to be sexually responsi-
ble when she is older. The possibility of stigmatization
without any clear immediate benefit is a serious concern.

On the other hand, different issues may arise when, to
help the parents make their own family-planning and
socioeconomic decisions, parents request that young

children be tested for adult-onset diseases. For example,
the parents choice about future children might be depen-
dent on the genetic status of the child, or parents may

wish to know about adult-onset diseases prior to decid-
ing how much to save for a college education. In such
cases, the balance swings between benefit to the family
and benefit to the child. The unique potential of pre-

symptomatic genetic testing to predict a child's future
should be approached with great caution.

Adolescents who request tests prompt additional con-

siderations. For example, if an adolescent requests test-
ing for Huntington disease, it may be important to ascer-

tain whether the request originates from the adolescent
or from the parent. In the face of uncertain benefits and
harms, an adolescent's request for a test necessitates an

individual assessment of competence and voluntariness.
2. Assessing requests for nondisclosure. Parents occa-

sionally may request that a test result not be disclosed
to the child. This may pose a conflict between the interest
of the parents in making decisions that they believe are

for the well-being of the child and the interest of the
child in self-determination. As the child matures, justi-
fying such a request may become more difficult, even if
the provider agrees that disclosure might not promote
the well-being of the child.
A request for nondisclosure may indicate some ambiv-

alence on the part of the parent regarding the signifi-
cance of the test results-and thus a potential for harm
either from the parent's interpretation of the test results
or from the child's eventual discovery of the conceal-
ment. The provider should consider deferring testing
pending a detailed discussion of these issues.

If genetic testing occurs prior to the request for non-

disclosure to the child, the provider may wish to defer
a decision about disclosure, until after the issues have

been explored fully. Factors such as the age of the child,
the need for medical interventions, and the need for the
child to participate in therapeutic plans must be ex-
plored in comprehensive genetic counseling. It is recom-
mended that, on reaching adulthood, the individual
should be informed of the existence of the test results
and should be given the option to know the results.

Conclusion
Providers who receive requests for genetic testing in

children must weigh the interests of children and those
of their parents and families. The provider and the fam-
ily both should consider the medical, psychosocial, and
reproductive issues that bear on providing the best care
for children. This will require the provider to engage
individual families in comprehensive discussions of these
issues and to provide them with specific information and
recommendations about genetic testing. Because such
testing has potential for both great benefit and great
harm, and because the availability of tests continues to
expand, providers of genetic services will play increas-
ingly important roles in counseling families about the
suitability of genetic testing for their children.
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